###### Key questions

What is already known about this subject?
=========================================

-   Numerous research reports document the burden of uncontrolled symptoms, psychological distress and physical dependency associated with advanced heart failure (HF). However, traditional models of care for patients with HF are medically focused and patients have poor access to specialist palliative care (SPC) services.

What does this study add?
=========================

-   There is no evidence of service development within health and social care services in Northern Ireland, in recognition and response to the complex unmet needs of patients with symptomatic stage III and IV HF. Barriers to progress and enabling factors are discussed.

How might this impact on clinical practice?
===========================================

-   Interprofessional collaboration on service planning, education and communication strategies between cardiology, SPC and general practice is key to addressing many of the issues identified in this study.

Introduction {#s1}
============

Heart failure (HF) is a disease which predominantly affects older people. It is estimated that 13.7% of men and 12.5% of women aged \>75 years in the UK live with HF; the median age of patients admitted to hospital because of HF is 80 years.[@R1] The prevalence of fatigue (69%--92%), dyspnoea (60%--88%) and pain (44%--77%) are comparable to symptom prevalence in populations with advanced cancer.[@R2] Reduced performance status, dependency on others, social isolation, anxiety and depression are common.[@R3] The prognosis is poor; 30%--40% of patients diagnosed with HF die within a year.[@R4] The classically described disease trajectory is characterised by a slow decline, punctuated by sudden dips in functioning related to acute exacerbations, from which the patient has a risk of dying, or recovering.[@R5] Accordingly, prognostication is challenging, and widely used tools have been shown to be inaccurate at predicting survival of \<12 months.[@R6]

The multidimensional needs of patients with advanced cancer are well recognised. Responsive services have been developed to meet these needs and the value of early integrated specialist palliative care (SPC) with oncological treatment is increasingly acknowledged. Patients with cancer constitute the vast majority of those accessing SPC services, with many others receiving care delivered using a palliative care approach from general practitioners (GPs) and other specialists.[@R7]

In comparison, conventional models of care for patients with HF are typically medically focused. Cardiologists perceive themselves to be poor at recognising palliative care needs and describe not prioritising communication regarding the implications and impact of worsening disease.[@R10] Research studies conducted during the past two decades have identified that patients with HF experience poor communication regarding the nature of their disease and what to expect. This adversely impacts on their ability to make informed life and healthcare choices and prepare themselves and family members for death.[@R10] They report inadequate support in dealing with psychosocial distress and cite inadequacies in care planning and health service availability after hospital discharge.[@R10]

There is emerging evidence for the effectiveness of integrating systematic assessment of palliative care needs and SPC with traditional HF management, in improving symptoms, quality of life (QOL) and hospital readmission rates.[@R12] However, such models seem to exist mainly within the context of research studies or at the instigation of interested individuals.[@R17]

The actual numbers of patients with HF referred to SPC across the UK are small.[@R8] Anecdotally, within Northern Ireland (NI), few such patients are referred to SPC services. However, it is unknown whether patients with HF have access to holistic care delivered by non-palliative care specialists using a palliative care approach and whether community-based systems and services, outwith SPC, have improved and adapted to better meet the emotional, social, functional and medical needs of patients with HF and their families.

This information is urgently needed. GPs perceive themselves to be well placed to assess the multidimensional needs of patients and their families within the community and on average look after 30 patients with HF per annum.[@R10]

Aims and objectives {#s2}
===================

To assess the adequacy of community-based health and social care services available in NI, to meet the emotional, practical and social care needs, in addition to medical needs, of patients living with New York Heart Association (NYHA) stage III and IV HF, as experienced and perceived by GPs.

Methods {#s3}
=======

A qualitative design was used, using semistructured telephone interviews with GPs in NI. This paper followed the Consolidated criteria for Reporting Qualitative research (COREQ) guidelines for reporting qualitative research.

Participants and recruitment {#s3a}
----------------------------

GPs involved in undergraduate and/or postgraduate teaching in NI were invited to participate via the Department of General Practice of Queen's University Belfast and the Northern Ireland Medical and Dental Training Agency, respectively. GPs received a letter of invitation and participant information sheet by email. There was no exclusion criterion. Maximum variation sampling, a purposeful technique designed to capture as diverse a range of viewpoints as possible, was used to ensure GPs from each of the five regional Health and Social Care (HSC) Trust areas were included. This type of purposive sampling accommodated different perspectives resulting from variation in local health and social care service provision.

Data collection {#s3b}
---------------

Data were collected by JJC and KG using semistructured interviews between June and August 2016. A pilot face-to-face interview was conducted with no refinement of the interview schedule needed. The interviews were conducted by telephone following the interview guide (see online [supplementary ap](#SP1){ref-type="supplementary-material"} [pendix 1](#SP1){ref-type="supplementary-material"}). Consent was obtained and recorded prior to the interview. Interviews were audio-recorded and supplemented by field notes. The mean interview length was 22 min. The interviewers offered to summarise the discussion at the end of each interview. Interview recordings were transcribed verbatim by JJC and KG and transcripts returned to the participants for comment and/or correction. There was no previous contact between JJC, KG and the study participants.
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Data analysis {#s3c}
-------------

The transcribed interviews were entered into NVivo V.9 (QRS international), coded and analysed using a six-stage thematic analysis.[@R19] Key themes were identified inductively to ensure they were strongly aligned to the raw data. An essentialist approach was adopted as only what was explicitly discussed by the participant was of interest, and not anything beyond this.[@R19] Initial codes were revised until data saturation appeared to have been reached, that is, when no new emergent themes were attained from analysis. The number of interviews was determined by reaching data saturation. Techniques to ensure validity and enhance rigour included independent coding of data by JJC and KG, assessing agreement on emergent codes and differences resolved through discussion.

Results {#s4}
=======

Twenty-four GPs responded to the letter of invitation. Data saturation was reached after 14 interviews: six subsequent interviews were undertaken for confirmation of themes. Details of participant characteristics are summarised in [table 1](#T1){ref-type="table"}.

###### 

Participant demographic data

  Participant characteristic (n=20)          
  ------------------------------------------ --------------------------------------------------------------------------------
  Gender                                     10 males, 10 females
  Age range                                  31--61 years
  Years practising as general practitioner   90% \> 10 years (range 3--30 years).
  Experience outside of general practice     Four in specialist palliative care, one with special interest in heart failure

  Practice characteristic (n=20)                  
  ----------------------------------------------- ---------------------------------------------------------------
  Health and Social Care Trust                    7 Belfast, 6 South Eastern, 4 Northern, 2 Western, 1 Southern
  Location                                        17 urban, 3 rural
  Funding                                         20 National Health Service
  Patients per general practitioner in practice   1500--2700 patients

The following themes and subthemes were identified from the data. Quotations illustrating the findings are presented from the full-text transcripts.

Reactive versus proactive {#s4a}
-------------------------

### GPs responsive to acute problems {#s4a1}

GPs reported awareness of and responsiveness to acute medical problems, with more chronic needs such as the psychological, social and practical needs of patients with advanced HF often being overlooked: 'It's hard to think about that side of things, with medications and U&E's \[serum urea & electrolytes\], and all of that, and you sort of forget that there's a more human side of it' (P19). Time constraints were addressed as a significant factor contributing to lack of identification and realisation of these needs, as were competing demands related to multiple comorbidities.

### Default hospital admission {#s4a2}

GPs reported that in their experience exacerbations of HF commonly result in admission to hospital, medical treatment and discharge, with no alterations in social care provision or long-term considerations. Participants described that patients are not generally reviewed by a cardiologist during admission and that such patients, if not already known to a cardiologist, cannot access the HF team in the community. Hospital admission was described as a means 'to basically sort of, fire fight, sort this problem out, adjust the medication and then home' (P01). GPs felt there were a number of reasons for this approach to care. First, hospital admission was often seen as the default management option: 'The easy thing is to arrange an ambulance without even assessing them' (P01). This was related to the view that admission to hospital ensures appropriate expertise and medical treatment. Second, hospital admission was often described as the only option: 'There's sort of no in between, it's one or the other kind of thing. Wait for outpatient assessment or send them to casualty' (P05). A recurrently expressed opinion was that hospital admission should be viewed as the last resort. It was suggested that treatment in the community would be preferable if resources and expertise were available to facilitate this. The absence of processes to elicit patients' preferences for a palliative approach to care was also perceived to contribute to recurrent hospital admissions.

Access and communication {#s4b}
------------------------

### Difficulty accessing specialist cardiology services {#s4b1}

The Community Heart Failure Nursing Teams (HFTs) in NI were highly praised by many GPs for their holistic care of patients in the community. However, resourcing of this service and equity of access were frequently cited as problematic. Access is largely limited to patients under the care of a cardiologist. As a result, patients awaiting first review by a cardiologist or who have been discharged from outpatient cardiology services due to reduced mobility related to advanced disease are disadvantaged. GPs also highlighted geographical variations, related to differences in provision by different Trusts. Many of these issues were related to resource limitations: 'Like getting ECHOs organised, very difficult, and again it's back to resources and time .... and just not enough people' (P01). Diagnosis and treatment of HF by cardiology following initial review were perceived as timely and appropriate. However, GPs described suboptimal interim treatment as the patient awaits outpatient assessment. Some GPs expressed a desire to refer patients directly for echocardiograms: This service is currently available in four out of the five Trust areas.

### Challenges in communicating with specialist cardiology services {#s4b2}

GPs recognised that patient care is optimised when there is (i) strong communication between primary and secondary care and (ii) training available for GPs on assessment and management of both medical and non-medical patient needs. However, GPs reported difficulty in contacting a consultant cardiologist directly in the absence of personal networks. 'Consultants now, their emails, their inboxes are bundled with emails and enquiries and quite often when you phone secretaries, you go straight to an answering machine, but if you're persistent enough, you tend to get what you need, but you need to be persistent you know' (P14). GPs described poor communication, resulting in inadequate handover following discharge from the cardiology team. It was suggested that improved communication between cardiology services and general practice around the terms of discharge could improve future care. 'If it was initially discussed by the cardiologist who might also be able to answer, in more detail, any questions that the patient might have about, you know, any specific therapies available if their condition is deteriorating ... and then communicated to the primary care team in including the GP, yeah, I think that would be the ideal scenario' (P20).

### Inadequately responsive allied health services {#s4b3}

Most participants recognised that community-based occupational therapy (OT), physiotherapy and psychological support are valuable in advanced HF management, available via the referral system, but are often not responsive. Some GPs were aware that for patients identified as palliative, waiting times might be shorter. OT in particular was described as having very long waiting times. Physiotherapy was perceived to have a limited role in advanced HF management, unless there were specific comorbidities requiring specialist physiotherapy support. Services providing psychological and emotional support in the community were unanimously reported as lacking or absent, instead 'largely coming from relatives, or loved ones, or me' (P12). GPs were concerned about the adequacy and suitability of generic community mental health services in supporting patients with HF.

Neglecting conversations with the patient {#s4c}
-----------------------------------------

### Palliative transition difficult to identify {#s4c1}

GPs felt that HF was generally not viewed as a terminal condition requiring palliation by both patients and healthcare workers. 'Patients just see it as another medical problem, that just gets treated, but I don't think they necessarily look into the future, or see it as something that could shorten or bring their life to a close you know, I don't think the medical profession view it quite that way either!' (P14). Yet, it was noted that this perception is changing among healthcare workers and that there is increasing awareness of the palliative needs of these patients. Lack of a clear transition point in the disease trajectory was identified as a barrier to adoption of a palliative approach to care and comparisons were made with the cancer disease trajectory, whereby lack of response to treatment is a relatively clear cut marker for the transition to a palliative approach. It was suggested that guidelines or screening questions to be used at annual review might be helpful.

### Who takes responsibility for initiation? {#s4c2}

Many GPs addressed the importance of having discussions with patients about the progressive nature of HF, the prognosis and to elicit patients' future care preferences. However, it was reported that these discussions occurred infrequently and late in the disease course. Many stated that they would be willing to undertake these conversations, but that it is unusual for them to initiate such discussions. 'Again, I think we are always led by how proactive the patient is and whether the patient wishes to communicate or talk about what their implications of their diagnosis really are' (P05). A number of participants did not perceive a need for discussions with patients. Others suggested that responsibility lies with the cardiologist, or that the heart failure nurse may assume this task. Whether the conversation occurred seemed to be left to chance, 'So it really depends on who they've been, what service or what consultant they have been lucky enough to see or what clinics they have been referred to' (P11). Some GPs stated that patients simply do not wish to discuss end of life care. Others acknowledged their discomfort in having these conversations and subsequent avoidance, 'Easy to duck out of it and leave it to the next time or the next person ... it's not a conversation you want to start up, but that doesn't mean it shouldn't happen' (P01). In addition, more practical barriers, such as time constraints and availability of healthcare workers, were identified. Some GPs reported local enhanced service initiatives which give financial incentives to increase consultation length and end-of-life care planning for patients with multiple comorbidities.

### Fear of getting it wrong {#s4c3}

The unpredictable prognosis associated with HF was described as a barrier to initiating conversations with patients due to a fear of labelling a patient as palliative too early in the disease course: 'Because even hospital consultants find it difficult to prognosticate about these patients, that they're reluctant to somehow write them off by having frank conversations with them' (P09). This fear of labelling encompassed a fear of limiting future active treatment and of causing unnecessary anxiety. GPs described this 'prognostic paralysis' often resulting in conversations being deferred until terminal stages of the illness. Other barriers were the fear that these conversations would be met with resistance from the patient and difficulty in communicating the rationale for transition to a palliative care approach.

SPC only a credible option in end stages {#s4d}
----------------------------------------

### Domiciliary rather than hospice-based services {#s4d1}

Most GPs perceived that SPC services should be delivered in the community, mainly due to patients' restricted mobility limiting their ability to travel. 'At the stage where we're saying this patient is palliative with congestive HF, normally they are not in a situation where they can really attend clinic' (P09). Geographical location, distance from rural practices, long waiting lists and patient reluctance emerged as additional barriers to referral and access to hospice-based services, such as outpatient and day hospice services.

### SPC playing a key part in the terminal stages {#s4d2}

Overall, GPs acknowledged that SPC services are relevant and appropriate. However, most stated that these services are more acceptable to the patient at the very end stages of HF, when the condition no longer improves despite optimisation of medical therapy; 'the penny drops that they're (patient) not going to get any better, that's whenever they'd be more receptive, you know, to palliative care services' (P08). GPs appreciate the focus SPC services place on delivering holistic care, with priority placed on symptom control and maximising QOL. Most GPs also value the role SPC services play in providing psychological and emotional support for patients, family and carers.

### Lack of experience in HF {#s4d3}

Almost all GPs perceived SPC services to be expert in treating cancer patients and configured to meet the needs of this patient population. In contrast, they perceived lack of proficiency in the management of HF, which may partly contribute to a diminished willingness to refer. 'So the hospice deal with a lot of chronic pain, em but the symptomatology of HF is really fatigue, feelings of breathlessness and oxygen needs, you know. It doesn't really kind of fit with the hospice, kind of forte, if you get what I mean' (P16). Training of community-based SPC nurses in HF management or of existing community heart failure nurses in palliative care were both heralded as solutions.

Discussion {#s5}
==========

Within the emergent themes from this study, a number of barriers to the provision of holistic care for patients with HF in NI are described. The barriers identified encompass (i) under-resourcing of community-based services and dependence on stretched secondary care services, (ii) the impact of prognostic paralysis and lack of confidence in communicating uncertainty, (iii) medical culture of care with an emphasis on fixing problems and (iv) a limited understanding of what SPC has to offer and limited sharing of expertise between general practice, cardiology and SPC. These findings are not novel, but rather they echo themes arising from systematic reviews of research on healthcare professionals' (HCPs') perceptions of provision of palliative care in HF spanning 17 years.[@R3] Doctors who participated in the study conducted by Hanratty *et al* published in 2002 identified the unpredictable course of HF, doctors' poor understanding of roles and the organisation of healthcare services as barriers to provision of palliative care for people with HF. Key priorities identified were better support for primary care and enhanced communication between all HCPs.[@R21] Our findings are consistent with other more recent research. HCPs who participated in the study by Glogowska *et al* recognised the pivotal importance of conversations with patients with HF regarding what they might expect from their disease, and the negative impact of reluctance, on the part of HCPs, to have these conversations. The need to avoid and find alternatives to the default position of hospital admission for deteriorating patients also emerged as a key theme.[@R22] This suggests that little progress has been made in addressing the shortcomings in provision of holistic care for patients with HF in NI. A report published recently by Hospice UK suggests that the situation may be similar throughout the UK.[@R17] It is likely that the complexity and number of barriers and the involvement of multiple agencies underlie this lack of progress.

Participants expressed the opinion that patients with HF would be better served by community-based care if the necessary expertise and services were available. GPs are not alone in their desire to see an expanded range of services provided within primary care: this forms a central tenet of National Health Service and government policy; viewed as key to sustainable and more patient-centred healthcare.[@R23] Yet, realisation of enhanced primary care is undermined by the ongoing crisis in staffing in general practice and district nursing and necessitates increased investment in the community.[@R25] GPs value the role of HFTs in providing holistic care, but described access restricted to those under review by a cardiologist, disadvantaging those awaiting first review, and patients with reduced mobility or on maximal therapy. Inadequate numbers of specialist nurses and lack of time provision within consultant job plans to support patients in the community underlie these restrictions. GPs perceived that obtaining advice from a consultant cardiologist would empower them to better manage patients with HF. This perception is backed up by evidence; a Nuffield Trust Research Report published this year found that allowing GPs access to specialist expertise has a strong positive effect on reducing referrals for elective secondary care.[@R25] A lack of communication between primary and secondary care also detracts from the quality and continuity of care that patients receive. This relates to the absence of systems to notify GPs of discharge from cardiology or the HFT, and to handover key information regarding medical care, patient insight and care preferences.

GPs participating in this study referred to a growing acknowledgement, among HCPs, of the terminal nature of HF and the palliative needs of patients with HF. However, it appears that due to the inherent difficulty in prognosticating and fear of getting this wrong, this has not impacted on clinical practice. Indeed, articulation of a possible short prognosis was equated with 'writing them off', with HCPs leaving patients to work it out by themselves that they are not getting any better, waiting until 'the penny drops'. A systematic review of studies investigating the nature of end-of-life discussions between HCPs and patients with HF, published in 2011, concluded that these rarely take place and that conversations between clinicians and patients largely focus on disease management.[@R11] The reasons provided by HCPs for avoiding conversations, cited in this and more recent systematic reviews, include lack of time, prognostic uncertainty, perceived lack of communication skills and fear of causing distress unnecessarily, and are consistent with our findings.[@R10] However, the American Heart Association recommends that prognostic uncertainty should itself serve as a trigger for discussions with patients.[@R27] They recommend that, rather than avoiding mentioning our concern that time may be short, lest we are wrong, we share information with patients regarding the difficulty in predicting the exact course that their disease may take and the uncertainty regarding survival. Some participating GPs confessed to feeling ill-equipped to have end-of-life conversations with patients. A variety of communication skills training courses have been developed for HCPs working with patients with cancer, which focus on improving skills in breaking bad news, eliciting patients' concerns and managing emotional responses, both in ourselves and patients.[@R28] GPs and heart failure specialists must be supported to develop and maintain these skills.

GPs participating in this study did not view SPC as a viable option for patients with HF. This related to the commonly held view that referral must be based on estimation of short survival and the limited understanding of how SPC can support patients at an earlier stage in the course of their disease. Similarly, HCPs working in the USA interviewed by Kavalieratos *et al* regarding the barriers to referral of patients with HF to SPC had limited knowledge of how palliative care might complement traditional HF management and perceived that palliative care was appropriate only for those close to death.[@R29] It has been proposed that having a prognosis-based criterion for referral of patients with HF to SPC serves to inhibit rather than assist appropriate referrals. Our findings support this. Instead, it is recommended that receipt of palliative care, whether in the guise of care provided by GPs or HFTs using a palliative care approach, or SPC, should be based on need.[@R17] Triggers for assessment of unmet palliative needs include prognostic uncertainty, intractable symptoms such as breathlessness, frequent hospitalisations and multiple comorbidities.[@R33] Discussion with patients regarding their needs, and how SPC services could meet these, might facilitate a more meaningful and positive introduction to SPC for patients and families. GPs had limited understanding of the scope of practice within SPC. The development of hospice services within the voluntary sector, with limited opportunities for GPs to rotate through SPC services, has probably contributed to this; the situation is probably similar for cardiologists.[@R34] Randomised controlled trials (RCTs) of palliative care interventions for patients with life-limiting illnesses demonstrate that palliative care provision is associated with improved QOL and symptom control, greater patient and caregiver satisfaction and participation in advanced care planning.[@R35] Evidence for the effectiveness of palliative care interventions for patients with HF is slowly emerging.[@R36] Two RCTs of palliative care interventions for community-dwelling patients with NYHA III or IV HF have evidenced improvement in health-related QOL, depression, dyspnoea, total symptom burden, improved NYHA class and lower readmission rates, compared with usual care.[@R12] The recently published PAL-HF RCT demonstrated improved anxiety and spiritual well-being, in addition to benefits to QOL and depression in patients with HF randomised to receive a palliative care intervention in addition to standard care.[@R37]

This study provides important insight into the issues affecting GPs managing patients with advanced HF in the community. The study has a number of strengths, including a robust design with an adequate sample of GPs from across the region. The transparency of reporting using COREQ guidelines provides evidence of the validity of the findings. The aim of the current study was to understand the adequacy of current service provision for patients with HF from the perspective of the GP. Patients with advanced HF and their carers may perceive and experience this differently. In order to ensure a patient-centred approach to service development, the current study would be usefully supplemented by qualitative enquiry with patients and carers with HF across the region, alongside health services utilisation data. In one study, conducted with patients with life-limiting non-malignant conditions including HF in NI, patients expressed frustration at delays in accessing equipment, inadequate provision of psychological support and access to SPC, and described the difficulties presented by uncontrolled symptoms and concerns for the future.[@R38] The study was conducted more than a decade ago, yet the service limitations as articulated by GPs today are very similar.

Maximum variation sampling ensured that perspectives of GPs from each of the five regional HSC Trust areas were captured, reflecting variation in local health and social care service needs and provision. The majority of participating GPs in this study however were based in urban practices. GPs involved may also have had an interest in education. These factors may introduce an element of bias and limit the generalisability of findings to the GP population at large. Nonetheless, adopting a pragmatic approach to recruitment is important to facilitate higher participation rates among GPs, a group known to be difficult to recruit.[@R39]

Recognition of the value of early integrated palliative care for patients receiving palliative oncology treatments did not happen overnight.[@R41] Interprofessional collaboration on service planning, education and communication strategies between cardiology, SPC and general practice is key to addressing many of the issues identified in this study.[@R17] Allocation of a key worker, such as a community-based SPC nurse trained in HF, will likely enhance coordination of care.[@R42] SPC HCPs are ideally placed to provide training in communication skills, assessment of palliative care needs and symptom management. SPC providers must also address concerns that services are cancer focused and improve at telling people what they do.
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